Purpose: Secondary prevention programmes have traditionally employed mass screening approaches to assess for asymptomatic signs of cancer. It has been suggested that early detection strategies involving public education and self-referral may prove more costeffective with low risk populations for cancers with symptomatic presentation. This study, which was commissioned to inform the development of a cancer awareness campaign, examines public perceptions of the early detection of cancer, the psycho-social barriers to self-referral amongst a key at-risk population and the implications for patient education.
Introduction
Cancer incidence in the UK has increased from the 1970s (Quinn et al. 2005) and is now the most common cause of death for both men and women. Around a third of all people in the UK will develop cancer, with the majority of cancers occurring later in life -64% of cancers occur in people aged 65 or over. Smoking tobacco, along with drinking alcohol and poor diet have been identified as risk factors for a wide range of cancers and helps explain higher rates for some cancers in areas of material deprivation. One such area is the central belt of Scotland, where incidence and mortality rates for cancer are 15% above the UK average.
Given these health inequalities and in recognition that early detection needs to form a key component of any comprehensive cancer control framework (CDCP 2002) , the five local health boards in west-central Scotland formed a coalition to develop a public education campaign promoting awareness of cancer symptoms and encouraging self-referral to a local primary health care professional. This paper describes some key results to emerge from exploratory research conducted with the campaigns target group of older people at elevated risk of cancer which may be of interest to others developing similar work in the area of cancer symptom awareness. The study was based on the principal of evidencebased practice (Truman 2000) and was designed to provide first-hand insights into the target group's attitudes towards cancer detection and the factors which facilitate and hinder self-referral with suspicious symptoms.
Whilst the UK has witnessed a growth in the incidence of cancer in recent years, mortality rates for the disease have decreased over the same period. This has been attributed to a variety of factors including, better targeting of those at elevated risk, development of screening tests with improved predictive values, timely diagnosis and the provision of more effective treatments. An important concept underpinning much of this work has been secondary prevention, which is based on the premise that the earlier cancer is diagnosed the better the outcomes.
In the UK, like most other developed countries, the second half of the last century saw major advances in the development of mass screening as the main approach to secondary prevention. However, over the same period others have also highlighted the importance of encouraging individuals to seek earlier consultation with a doctor when they experience early warning signs of cancer (e.g. Box 1984 ). It is argued that self-referral approaches are preferable to mass screening of unselected populations where there is a scarcity of resources (Braveman and Tarimo 1996) and when targeting populations at relatively low risk (Bloom 1994) . Self-referral approaches have been found to be particularly effective with patient populations who are directly effected by the disease and are therefore receptive to preventive messages (e.g. Duyn et al. 2002) .
It is known that delay in treatment can affect health outcome and that patient delay in presenting to a GP is the main factor contributing to these outcomes (Anderson and Cacioppo 1995, Ristvedt and Trinkaus 2005) . The value of public education programmes promoting symptom awareness is therefore dependent upon their ability to prompt the individual to self-refer earlier than they might otherwise and within the 'time window' when the cancer can be cured (Bloom 1994) . There is also a growing body of evidence which indicates that those living in disadvantaged circumstances are more reluctant to engage in help-seeking behaviour (e.g. Eiser 2000) . Given the apparent value of promoting symptom awareness this study sought to understand the factors that were influential in delaying self-referral amongst a socially disadvantaged at-risk population in west-central Scotland.
Methods
To provide the necessary flexibility required to understand the range of behavioural issues under investigation qualitative focus groups were employed, a method other studies have found useful for examining cancer prevention issues (e.g. Wolf et al. 2001 , Beeker et al. 2000 .
A total of eight focus groups were conducted with a mean of seven participants per group (n=57). Two experienced researchers moderated the discussions, one male and one female, and in three of the focus groups moderation was observed to ensure consistency across the study. In addition, a discussion guide was devised to assist group moderators cover the topics relevant to the research. Topics were not explored in a prescriptive manner. Instead, participants were given the freedom to express their own feelings and views as part of an open and free-ranging discussion. This flexible format enabled the researcher to develop original lines of enquiry, allowing salient topics and behavioural insights to emerge. Table 1 lists the main discussion themes.
TABLE 1 ABOUT HERE
Each focus group lasted approximately one and quarter hours and was held in a neutral venue such as a community centre or local hall. With the participants' consent, the discussion was recorded on voice-tape, and the tapes transcribed in full for thematic analysis. Transcripts were organised using a thematic framework based on topics specified in the discussion guide and emerging themes identified through a process of familiarisation with transcript texts. Coding of the voice-transcripts was conducted independently by the same research staff responsible for moderating the groups and then cross-checked to assess for consistency.
In order to produce a relaxed atmosphere conducive to open discussion it is usually desirable for focus groups to be as homogeneous as possible in socio-demographic and/or other characteristics (Parasuraman, 1991) . It is also important to quota-sample sub-groups which represent relevant positions on the issues being researched so that any differences between these sub-groups can be identified (Atkin and Freimuth, 1989) . Taking into account these requirements the sample incorporated the following quota variables: gender, age, socio-economic group and place of residence (see Table 2 ).
TABLE 2 ABOUT HERE
The research sought to sample a sub-population whose age, socio-economic status and lifestyle placed them at elevated risk to cancer. As well as the socio-economic variables described in Table 2 , participants were recruited as tobacco smokers (10 or more cigarettes per day), drinking alcohol in excess of the recommended weekly limit (14 units for women and 21 units for men) and eating less than the recommended five portions of fruit and vegetables per day. Participants were recruited from four health board areas in west-central Scotland, a region with high rates of deprivation and higher than average incidence of cancer.
Participants were recruited door-to-door by professional interviewers using a structured recruitment questionnaire to ensure they met the socio-demographic and behavioural selection criteria. Confidentiality was ensured in accordance with statutory requirements and each participant was offered a small fixed financial incentive to cover costs incurred in taking part in the research. All participants were informed that the taking part would involve discussing cancer and were given the opportunity to opt out of the research at any point. In order to deal with any concerns raised by the research, relevant information materials and sources of support and advice were made available at the end of each discussion.
Results
The results presented here relate to the study population's general perceptions of the disease and of early intervention concepts, and are organised into four discrete study themes: perceptions and attitudes to cancer, perceptions and attitudes to early detection, response to early intervention campaigns, and self-referral process and sources of advice. Key findings are illustrated using verbatim quotations drawn from voice-transcripts. These have been anonymised where necessary and key respondent characteristics described in terms of gender (male, female), age group (40 to 55 years and 56 to 70 years), socio-economic group (C1C2 or middle-income groups and DE or lower income groups) and area of residence (rural community and urban community).
Perceptions and Attitudes to Cancer
Cancer was regarded as a common disease which could affect all sectors of Scottish society. The majority of participants knew of at least one person in their social network, typically an elderly relative or family friend, who had cancer or who had died from the disease. A smaller number had personal experience of the disease.
Despite its high incidence, participants described a general reluctance to discuss cancer which they equated with fear and medical sciences inability to find a breakthrough cure for the disease. Terms such as 'taboo', 'covered-up' and 'pushed under the carpet' were frequently used when describing people's willingness to discuss the disease. Interestingly, this apparent reluctance was less evident in the discussion groups with participants keen to use the opportunity to voice their opinions and describe their experiences of the disease. There was also a widely held belief that people were more prepared to talk about the disease than had been the case in the past, with some regarding this as part of a general trend towards a greater openness about difficult social issues. However, despite these developments the topic continues to arouse strong emotions. While some acknowledged that many cancers were treatable and could be cured, there was a considerable degree of fatalism surrounding attitudes to the disease, more so among older participants. Taken together these findings indicate that given the fears and limited readiness to change, great awareness and sensitivity is required when developing interventions which seek to engage people in the prevention of cancer.
"When my mum had it [cancer] it was taboo. They didn't talk about it years ago. I found out through my

Perceptions and Attitudes to Early Detection
Early detection was a familiar concept, more so amongst women, many of whom were regular participants in mass screening programmes. It was also widely recognised that early detection and treatment improved chances of survival, and that the individual had the potential to affect their own health by presenting early if they experienced suspicious symptoms. Whilst self-awareness and self-examination were regarded as important pre-conditions to early detection, knowledge of cancer signs and symptoms was extremely variable. Signs commonly mentioned included 'lumps' (particularly in the breasts and testis), 'bleeding or unusual discharge' (particularly in the stool or phlegm), 'weight loss' and 'tiredness and malaise'. There was also an appreciation that different cancers, or cancers located in different parts of the body were likely to present with different symptoms, although understanding of symptom specificity and of the association between symptoms and cancer stage were extremely limited.
Fear of cancer and high levels of mortality associated with the disease were a recurring theme in these discussions and had a negative impact on peoples willingness to consider self-detection strategies and to seek the opinion of a health professional or to discuss symptoms with family or friends. This pattern of response was expressed in different ways. Women were more likely to recognise and verbalise these fears: So whilst the benefits of early presentation and diagnosis were widely accepted at a rational and objective level, when viewed at a personal level, the strong emotions which cancer can arouse appeared to act as a barrier to confronting the issue. These apparently contradictory behaviours would appear to be explained by participant's inability to deal with risk and uncertainty, with medical intervention failing to guarantee the positive health outcomes sought.
Response to Early Intervention Campaigns
In keeping with peoples' objective evaluation of the benefits of early detection, participants were generally supportive of interventions designed to promote secondary prevention, although understanding of the concept and its relationship with curative procedures was sometimes limited.
"Early detection -I'm a great believer in that. Prevention is better than cure." (Male, 40-55, C1C2, Rural)
Participants also supported the principle of patient education and raising public awareness of the early signs and symptoms of cancer. This was a familiar idea with some recalling having seen information posters in health care premises and patient waiting areas raising awareness of specific cancers and their signs and symptoms.
"I think in a lot of the surgeries now have signs up saying if there is any change in your bowel habits get it seen to.
Make sure it is nothing." (Male, 55-70, C1C2, Urban) Support for these campaigns was premised on the belief that the individual could benefit in one of two ways: either from peace of mind from knowing that they were cancer free or, more significantly, from improved chances of survival where the cancer is diagnosed and treated early. Cultural factors appeared to have an important role in determining how the different genders were likely to respond to this kind of health information, with female participants showing a greater propensity to seek professional advice than male participants. This difference appeared to reflect women's greater familiarity and use of primary health care services through, for example, participation in mass screening programmes and responsibility for children's health care. In contrast men, particularly men living in rural areas, were less inclined to acknowledge health problems, and where illness was recognised they generally preferred to self-treat than to consult a doctor or health professional. Patient education campaigns designed to raise awareness of the early signs of cancer therefore commanded wide public support, although taking into account peoples fears associated with the disease in campaign development is critical to their effectiveness.
Self-referral Process and Sources of Advice
A variety of sources emerged as first point of contact for advice about suspicious symptoms. These included primary care professionals, helplines and lay sources such as partners and close friends. The 'family doctor' or 'GP' (general medical practitioner) was widely regarded as the most likely point of contact with the health care system. Consistent with earlier findings, women tended to consult with their GP more regularly than men. This was largely the consequence of family health care responsibilities and availability of women's health care services.
"I hardly ever go to the doctor. I'm not saying I never go but I don't go a lot." (Male, 40-55, DE, Urban)
Readiness to present to a GP was influenced by a number of factors. A common theme was people's expectation of how the doctor is likely to respond to the patient, and in particular patient perceptions of whether the GP is likely to take the patients concerns seriously. Importantly, there was a widely held belief that response to the same symptom could vary markedly between GPs: A number of factors appeared to mediate these expectations: the nature of the symptom (whether it was perceived by the patient as being potentially minor); the reputation of the GP (patient perceptions of previous consultation outcomes); and the patient-doctor relationship (patient ability to communicate symptoms to the GP). Other factors to emerge included, GP gender (although the significance of gender varied according to the sensitivity of the symptom) and appointment process, where long delays provided some participants with a justification for not presenting and were seen to conflict with messages urging early presentation.
"You don't want to turn round after a day and say, 'I'd better go to the doctor, I've got a mouth ulcer or this
"Phoning your doctor and getting told you'll get an appointment a week later. That is a put off right away."
(Female, 40-55, C1C2, Urban)
Financial cost did not emerge as a barrier to accessing GP support as medical care is provided free at point of need with this study population, although the same is not the case for dental care. It was generally accepted that routine dental checks could increase the chances of detecting oral cancers. However, some of those on lower incomes were deterred from attending for dental checks on cost grounds.
"I don't go to the dentist." "I couldn't afford it anyway."
"Cost again, keeps you away from that 6-monthly check." (Male, (40) (41) (42) (43) (44) (45) (46) (47) (48) (49) (50) (51) (52) (53) (54) (55) DE, Urban) Whilst general medical practitioners were regarded as the main source of professional advice for any concerns relating to cancer, other primary care professionals, most notably community pharmacists and primary care nursing staff, could be consulted on an opportunistic basis. It was suggested that other members of the primary health care team had a role to play in raising awareness of potential serious symptoms and directing patients presenting with such symptoms to seek advice from their GP.
"They're quite good at giving out advice (pharmacists)."
"Especially for something like this (mouth ulcers) -for everyday things."
"I'd go to the doctor (about cancer)."
"If I had an ulcer or something I might speak to the pharmacist." (Female, (56) (57) (58) (59) (60) (61) (62) (63) (64) (65) (66) (67) (68) (69) (70) DE, Rural) Lay sources of advice also emerged as an important part of the consultation process. Participants, particularly female participants cite lay networks as an important source of reassurance prior to seeking professional advice, in some instances providing additional emotional support when attending for appointments. Lay sources also appeared to have a critical role in encouraging men to confront their symptoms and to seek professional advice. Female, [56] [57] [58] [59] [60] [61] [62] [63] [64] [65] [66] [67] [68] [69] [70] C1C2, Urban) In addition to relying on social networks for support participants also had strong ties with their local communities and some were regular participants in local events and activities. Limited mobility and a community centred ethos meant that some rarely ventured out with their local area.
Discussion
The existing evidence-base highlights a range of modifiable factors which can influence the decision to self-refer. These include fear (Nosarti et al. 2000) , a failure to recognise the potential significance of the signs (Nosarti et al. 2000 , Burgess et al. 2001 , Crossland and James 1995 and consulting with and support from family and friends (Burgess et al. 1998) . In addition, the patient-physician relationship and anticipated response to presentation has also been found to play an important role (Burgess et al. 2001 , Davey et al. 1999 , Bish et al. 2005 .
Our research findings confirm the importance of many of these factors and illuminates how they manifest themselves amongst a specific at-risk population. Whilst cancer was seen by many as a relatively common condition with wider media coverage of the disease encouraging more open discussion, the disease continues to arouse considerable fear, leading to what might be regarded as irrational responses. For example, whilst it was widely acknowledged that treatments were improving there was a reluctance to confront the disease.
There is also evidence that these factors are responsible for limiting help-seeking behaviour, particularly amongst men. Whilst there is considerable recognition of the concept and benefits of early detection and generalised knowledge of signs of the disease, there is a reluctance to act on the symptoms. As a consequence, many are more willing to advise others to present with symptoms. This suggests that information campaigns targeting key opinion formers within patients' lay networks could have an important persuasive role. Older respondents living in deprived communities of interest to the study were particularly reliant upon local community networks for support and advice, whilst women were more inclined to discuss symptoms with family and friends, and to have an influential role in encouraging men to seek medical advice.
The general medical practitioner or GP emerged as a key source of professional advice for members of the target population and was the main point of entry into the health care system. However, readiness to self-refer was mediated by past experiences and anticipated response by the GP, with concerns that s/he would dismiss potentially trivial symptoms responsible for some delays. Importantly, the decision of the GP to invite the patient to make a repeat appointment if the symptom persisted can be interpreted by some patients as evidence of wasting the doctors' time. Delays due to structural factors, such as the expectation of having to wait for a week or more for an appointment, are interpreted in a similar manner. Other primary care professionals such as community pharmacists and practices nurses were seen as more approachable sources of opportunistic advice and can have an important role to play in encouraging patients to refer to their GP.
Whilst there is an abundance of information on public awareness and attitudes towards those cancers where mass screening is undertaken, most notably breast and cervical cancer, for other less prominent cancers there tends to be a reliance upon retrospective data from patients diagnosed as having cancer. As a consequence, these studies have tended to focus upon patient pathways and treatment process. This study provides insights into the decision-making processes involved in presenting with symptoms of cancer amongst a population at risk of cancer due to age, socio-economic and lifestyle factors, and highlights modifiable factors which can facilitate and hinder help-seeking behaviour. The 'real world' context of the individual as participant as opposed to patient, illuminates the milieu in which the decision to seek help is taken: the embedded nature of fear of cancer and the link with death; the relatively superficial knowledge of signs of cancer and their relationship with 'normal' changes; the mix of rational, although at times imperfect, understanding of benefits of early detection, and emotional responses that discourage personal engagement with the issue. The study also gives insights into how social structures and relationships can influence the decision to present: the impact of previous experience of contact with physicians and anticipated response; the value of other primary care professionals in providing opportunistic advice; and the importance of family, lay support networks and community organisations.
These insights have wide-ranging implications for the development of early detection interventions designed to promote self-referral. To ensure appropriate and timely presentation careful consideration needs to be given to the content and tone of the early detection message. Messages need to be grounded in an understanding of how at-risk populations currently make sense of the cancer symptoms being targeted and how these can be differentiated from 'normal' changes. In addition, they also need to build confidence in the benefits of early detection and to minimise arousing unnecessary fear. Similarly, attention needs to be given to the use of social structures to reinforce communication of the early detection message. Primary care professionals not only need to be aware of the early signs, but also need to be cognisant of people's fears and anxieties in coming forward and how they are likely to interpret diagnostic decisions and advice. The findings from this study also endorse the use of lay and family networks in supporting and encouraging early presentation, particularly when targeting men.
Limitations
Whilst the qualitative methods employed provided the necessary scope and flexibility to identify and explore the relationship between individual level factors responsible for influencing self-referral behaviour, the small sample size required by this research procedure means it does not represent the entire study population. In addition, the investigators also recognise that the results presented here related to cancer as a generic disease and that attitudes and behaviours will vary according to type of cancer. In view of these issues, the generalisability of the results arise not from the sample's representativeness, but from the characteristics of the factors identified and their value to the development of specific measures and assessment with larger samples and across a range of cancers. 
